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PCDH19 Female Limited Epilepsy (FLE) is a rare disorder that results 
from mutations in Protocadherin-19, causing a severe form of drug-
resistant epilepsy, a range of developmental delays, and a spectrum of 
behavioral disorders. Currently it is known to affect around 200 girls and 
women worldwide, but that number is expected to increase dramatically as 
access to genetic testing for this disorder is only now becoming more 
widely available. It is expected that PCDH19 is “the second most relevant 
gene in epilepsy after SCN1A” (Depienne, 2012). Several characteristics 
make this disorder particularly interesting to researchers, including the 
unusual sex-linked inheritance pattern and relationship to other disorders, 
such as autism. 
 
Research Areas  
This Request for Applications is intended to stimulate new research ideas 
and approaches that will ultimately help advance our understanding of 
PCDH19 FLE and possibly open new avenues for the treatment. 



Specifically, we aim to solicit research ideas that fall (but are not 
necessarily restricted) into the following major areas:  
• The cellular, molecular, and systems-level understanding of the 

underlying pathogenic mechanisms. 
• Novel treatments, which may impact progression of the disease and 

are capable of treating patients' epilepsy, autism, and/or behavior 
and/or cognitive capacity. 

 
Funding Criteria and Information  
This program supports researches to a maximum of 100,000 euros 
($135,000 US) over two years paid in four (4) installments.  
 Grants will be awarded for activities that meet the following guidelines: 
• Indirect costs (administrative expenses, transportation, 

accommodation, phone calls, etc.) are not supported.  
• Funding is subject to the acceptance of the attached sponsored 

research contract provisions. 
• Partial funding of a project will be considered, please provide 

information about the other funding sources.  
• In the case of collaborative projects between basic and clinical 

researchers, the clinical budget is limited to 30% or below. 
 

Designated Recipients 
Grants will be awarded to a single Principal Investigator (PI) or one PI and 
one Co-Principal Investigator (Co-PI). 
 
Primary Institution 
For Grants awarded to a PI or PI/Co-PI team, Grant Agreements will be 
executed between Insieme per la Ricerca PCDH19 - Onlus (Together for 
PCDH19 Research) and The Cute Syndrome Foundation and the PI’s 
Institution. The Host Institution serves as the administrator of the grant 
funds and will sign the sponsored research contract; it will also hold the 
responsibility for the disbursement of the funds to other participating 
institutions, for the management of the budget, and the submission of all 
required documents and reports. It is expected that the Host Institution will 
enter into subcontracts with any other participating Institutions; please 
note that copies of the original agreements among collaborating 
Institutions can be required prior to funding. 
 
 



Eligibility 
In order to be eligible for funding, the selected PIs, Co-PIs (and 
Institutions) must adhere to the following eligibility criteria: 
• Researchers who serve on the Review Committee are ineligible to 

apply. 
• Preference will be given to proposals that include availability of 

preliminary data on PCDH19. 
• Both established and early career investigators can apply.   
• Preference will be given to established investigators with expertise in 

severe and refractory epilepsies and autism spectrum disorders. 
• All materials must be submitted in English. 

 
Review Process 
All applicants must submit a Proposal that should be 10-20 pages in 
length (except bibliography and biography). Please see Application 
Instructions below. 
 
Proposals will be forwarded to the Review Committee, whose members 
are chosen by the two Associations on the basis of their scientific 
competences in the field, avoiding any obvious conflicts of interest. This 
committee will evaluate all submitted proposals. At the end of the 
evaluation process, the final decision about funding will be made 
consensually by Associations' Boards of Directors. 
 
The two partner Associations reserve the right not to award any grants and 
the award is contingent upon availability of funds. 
 
Application Materials 
Title page 
• Project title 
• Principle Investigator 
• Host Institution 
 
Abstract 
Briefly provide a description of the proposed research projects including 
background information, preliminary data, specific aims, experimental 
plan and expected outcome. 
 
Section A: Research Personnel, Laboratory and Institution 



• Applicants should provide contact, biographical and professional 
information including possible relevant experience in severe and 
refractory epilepsies and autism spectrum disorders. 

• Description of the laboratory space and equipment available.  
 
Section B: Background and Rationale 
Please carefully describe the research questions being asked and how the 
proposed project addresses these questions. Explain how the project will 
provide information that is relevant to the aims of this grant.  
 
Section C: Specific Aims and Experimental Plan 
Clearly outline specific aims, and the experimental plan. In addition, 
please describe:  
• How the scientific approach effectively addresses each specific aim. 
• The expected outcomes/deliverables for each specific aim. 

 
Section D: Budget  
• Total budget request. 
• Budget description: equipment, material/supplies/services, salaries.  
• Budget justification. 

 
Section E: Lay description of the project 
Please briefly describe in lay language your project and the impact you 
envision it may have in advancing our understanding of and therapeutic 
options for treating PCHD19 FLE.  
 
Application Instructions 
Please submit all of the Application Materials as a single PDF via email to 
insiemepcdh19@yahoo.it and hillary@thecutesyndrome.com by June 1. 
 
Deadline for Receipt of Proposals: June 1, 2014 
Award Announcement: August, 2014 
Agreement signature: September 10, 2014  
Project Start Date: September 30, 2014 
 
Review Criteria 
Preference can be given to proposals that include: 

• Availability of modern instruments for genetic research (please 
describe your laboratory and its facilities).   



• Collaborative projects between two or more laboratories, providing 
information about previous collaborations (if any). 

• Collaborative projects between basic and clinical researchers 
providing information about previous collaborations (if any). 

 
Contact 
If you have any questions regarding the grant or the grant application 
process, please contact us at: insiemepcdh19@yahoo.it or 
hillary@thecutesyndrome.com 
 
 
  


